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PRF.FACE 
A great deal of emphasis is being placed on recognizing the 
exceptional child and meeting his needs accordingly. 
Baker and other writers of the exceptional child are concerned 
with many areas of exceptionalities. This study is planned to single 
out one area of the exceptional child, that of the victim of Muscular 
nystrophy. There is no doubt that the dystrophic victim varies 
enough from the normal child to require special attention. 
The writer has prepared the most current information about 
Muscular nystrophy in such a way that it should prove to be beneficial 
to educators and teachers, as well as parents of dystrophic children. 
The Muscular Dystrophy Associations, Inc. proved very helpful 
in supplying pamphlets and current information on the subject. The 
writer would like to acknowledge this assistance. 
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CHAPTER I 
INTRODUCTION 
To have an understanding of muscular dystrophy, it is essential 
to know some of the facts about the history of the disease. It is 
also necessary to understand the scope of the problem ~n our country 
today. 
Progressive Muscular Weakness has baffled medical science ever' 
since Aran called attention to this condition in 1850, under the title 
"Atrophie Musculaire Progressive.n Meryon and Duchenne subsequently 
described similiar cases, but all of these authors confused muscular 
dystrophy with a neurological disease in which progressive muscular 
weakness was secondary to degeneration of motor cells which innervate 
the muscle. However, in 1891, Erb clearly delineated a primary 
progressive degeneration disease of skeletal muscle which he termed 
11 Progressive Muscular Dystrophy."l 
The exact number of victims in the United States is unknown. 
Because muscular dystrophy is non-contagious, no government body 
maintains a census. Authoritative estimates by persons familiar with 
the disease have indicated that there are approximately 200,000 men, 
women, and children in the United States suffering from muscular 
·-·· -- . -----·--·---------
lc.w. LaFratta and J.B. Porterfield, "An Unusual Case of Muscular 
Dystrophy", The_Jou_rnal_of American_Mec.Ii<:!:.,l_~ss_o~iat_i~D,:, Vol. 182, No. 11, 
Dec. 15, 1962, p. 1124. 
dystrophy. Because of the high prevalence of inaccurate and delayed 
diagnosis, and the fact that the disease is not reportable, as well 
as the frequent desire for secrecy on the part of the victims them-
selves, this figure probably represents a conservative estimate. 2 
2 
In certain areas, as for example, in the State of Utah, as many 
as one out of every 500 persons is estimated to have muscular dystrophy 
of the inherited forms. 3 In all areas where clinics show an interest 
in this disease, appreciable numbers of patients have been recorded 
as seeking help. 
Approximately two-thirds of the known muscular dystrophy victims 
in America are children between the ages of three and thirteen. Of 
these, few will reach adolescence and almost all will die before 
reaching maturity. 4 
Usually muscular dystrophy in itself is not fatal, although there 
are instances in which the involvement of the heart muscle precipitates 
death. As a rule, however, death is the result of intercurrent maladies, 
generally of a respiratory nature. The weakness and wasting of the 
chest muscles gradually lessen respiratory power; the most common cause 
of death is a direct interference with lung action. 
To a muscular dystrophy patient, a trifling cold may be a 
grave disease, as his wasted muscles make him unable to raise mucus and 
-------·- - - - ---------------·- -- - - ------
2Muscular Dystrophy Associations of America, Inc., "Muscular 
Dystrophy--The Facts", New York, 1962, p. 1. 
3Ibid., p. 1. 
4Muscular Dystrophy Associations of America, Inc., "What is 
Muscular nystrophy?", New York, 1962, p. 2. 
there is danger of suffocation.5 Knowing the danger of catching a 
common cold, one might be on guard to prevent the dystrophic child 
from taking chances of catching a cold. 
3 
-------------- -·--·· 
5Ibid., p. 3. 
CHAPTER II 
THE NATURE OF DYSTROPHY 
To have an understanding of the disease one must be familiar 
with the nature of the disease. Muscular dystrophy is a disease that 
attacks the leg movements. In certain illnesses, such as poliomyelitis, 
the muscles are affected as a result of a disease of the nervous system. 
However, doctors believe that the disorder in muscular dystrophy is in 
the muscles themselves and not the result of any change in the 
nervous system. 6 
Muscular dystrophy is a chronic non-contagious progressive 
disease manifested by weakness and wasting of the voluntary muscles. 
Gradually most of the voluntary muscles of the body are affected and 
the patient becomes so weak that he first becomes confined to a wheel 
chair and then to his bed.7 
The main lesion in progressive muscular dystrophy is degeneration 
of striated muscle and its replacement by fat and fibrous tissue. All 
of the skeletal musculature may be involved. Depending upon the 
clinical form of the disease, one anatomical site may be affected 
more than another. 
6"Muscular Dystrophy11 , The World Book Encyclopedia, Vol. 12, 
1962, p. 774. 
7National Health Education Conu:nittee, Inc., "What Are the Facts 
About Muscular Dystrophy?", p. 1. 
5 
In the case of degeneration of muscle and the replacement of 
fat and fibrous tissue, the muscles appear large. This enlargement 
is most typical and prominent in the calves of the leg. The victim 
gives an impression of excellent muscular development and power. On 
palpation the muscles have a firm consistency, but they are markedly 
less strong than the smaller healthy muscles. 
The enlargement is due to the fat replacement of degenerating 
muscular tissue. When examined the muscle looks like a fatty tumor 
with little resemblance to muscle. Other muscles, where fibrous tissue 
has begun to replace the muscle fibers, have a pale translucent 
appearance upon section. Therefore, the color depends upon the 
relative amounts of fat and fibrous tissue. 8 
The exact cause of muscular dystrophy is unknown. Heredity is 
usually important in the incidence of the disease. Research has 
indicated that it may be due to faulty metabolism of the muscles, 
related to their inability to utilize vitamin E. 
It has been possible to induce muscular dystrophy in animals 
maintained on diets deficient in vitamin E. Excessive doses of 
9 
cortisone, continued over a prolonged period, may also induce dystrophy. 
Since heredity is considered important in the Lncidence of the 
disease, it is a subject of considerable interest and study by scientists. 
8The Muscular ny~trophies, Pfizer Spectrum, Journal of American 
Medical Associations, Sept., 1955, p. 3. 
9Muscular Dystrophy Associations of America, Inc., "What is 
Muscular Dystrophy?", New York, 1962, p. 1. 
6 
About thirty-five per cent of all patients with muscular dystrophy 
give a history of some other member of the family who was or is similarly 
affected. 10 
In the pseudohypertrophic form, hereditary transmission usually 
is by a sex-linked recessive factor. Inheritance in the facio-
scapula-humeral form is direct and by a dominant factor. In discussions 
of therapy, the question naturally arises whether the fact that 
muscular dystrophy often in hereditary diminishes hope of eventual 
effective treatment. Some students of the problem would answer in 
the affirmative as did one who stated, 
"The untiring efforts of the medical profession 
can do little to alleviate the condition once it has 
been allowed to arise; indeed they cannot be expected 
to do so any more than they can be expected to turn 
a blue eye into a brown one.llll 
The large mass of experimental data now available justifies a 
more optimistic opinion. Most metabolic processes require a large 
number of successive steps each of which is determined by a specific 
ensyme that is related to a specific gene. The older view of a 
fixed hereditarily determined state which we might be powerless to 
alter has been replaced with the modern view. This view is that an 
inherited defect is the result of failure in a specific enzymatic 
reaction determined by the altered gene. This may be compensated for 
if knowledge of the site and type of defect is known, as for example, 
in the case of diabetes.12 
lOnr. Ade T. Milhorat, "Research in Muscular Dystrophy' 1 , An Address 
Delivered by Dr. Milhorat on June 28, 1962, at MDAA's National Conference 
of Chapt. Representatives, p. 19. 
llJ. Bell, 11The Treasury of Human Inheritance, New York, Cambridge, 
1943' p. 290. 
12A.T. Milhorat, "Therapy in Muscular Dystroph1", Medical Annals 
of the Di~trict of Columbia, Vol. XXIII, No. 1, Jan. 1954, p. 19. 
CHAPTER III 
IDENI'IFYING CHARACTERISTICS OF }llJSCULAR DYSTROPHY 
Although most cases have a great deal in comnon, there are 
differences which may sometimes be important. The four main types 
of muscular dystrophy are: 
A. Pseudohypertrophic type, the most prevalent form. It 
commences in childhood between the ages of three and ten. Its course 
is more rapid than any other type. It is hereditary in 35% of all 
cases. It affects three times as many males as it does females. 
B. Juvenile type, the form that has its onset in childhood 
or adolescence. Its progression is slower, and patients may reach 
middle age. This form also is hereditary. Males and females are 
equally affected. 
C. Facio-scapula-humeral type, the forms which commences in 
early adulthood and affects the facial muscles, shoulders and upper 
arms. 
D. Mixed type, the form that has group conditions with onset 
between the ages of 30 and 50. Not inherited, this type can strike 
anyone. The so called "Erb11 disease is included in this type. The 
course of the disease at this age is rapid, often causing death in from 
five to ten years.13 
l3Muscular Dystrophy Associations of America, Inc., nMuscular 
Dystrophy--The Facts", New Y0 rk, 1962, pp. 4-5. 
8 
Pseudohypertrophic progressive muscular dystrophy is by far the 
most common clinical form. The patients are almost always boys between 
two and five years of age. A common complaint is that the child falls 
easily and has trouble getting up when he falls.14 
Symptoms 
Some typical symptoms are lordosis, a waddling gait, difficulty 
in straightening up from a bent-over-position, and weakness in ascending 
stairs. The patient may find it necessary to drag one foot after 
another and often to use both hands for pulling on the railing. This 
may be the condition in spite of an appearance of good muscular 
development and power. 
The signs of progressive muscular dystrophy are almost always 
unmistakable. Weakness is generalized, and when the examiner attempts 
to lift the child by putting his hands under the armpits, the child 
"slips through" owing to weakness of the chest and shoulder muscles. 
Standing up from a supine position is accomplished by what is called 
"walking up on the legs". The victim rolls over on his abdomen, then 
slowly gets on his hands and knees, keeps his hands on the floor as 
long as possible and then rises by placing his hands alternately on 
his knees and thighs until he gradually brings his body into the 
erect position.15 
The pseudohypertrophy usually recedes, in time, but wasting and 
------ ---
14The Muscular Dystrophies, Pfizer Spectrum, Journal of American 
Medical Assoc., Sept., 1955, p. 2. 
tSrbid., p. 3. 
9 
weakness continue inexorably. There are practically no remissions. 
A patient is generally completely helpless in six to twelve years after 
the first unmistakable signs. Until recently most children with this 
type of dystrophy died as a direct result of some involvement of the 
respiratory muscles or respiratory infection. 
The facio-scapulo-humeral form differs from the pseudohypertrophic 
form of progressive muscular dystrophy in being less conunon, by occurring 
as often in girls, and by having its first appearance at about the 
time of puberty. The presenting complaint is usually weakness of the 
shoulder girdle with difficulty in raising the arms above the head. 
There is often a history of the child's inability to close his eyes 
completely, possibly for several years before puberty, owing to 
weakness of the facial musculature. 
The myopathic facies, with loss of substance around the mouth 
and a peculiar looseness and even protrusion of the lips, is character-
istic. As a rule the patient cannot completely close his eyes even 
in sleep. When the patient makes a strong effort to close them, the 
examiner can open them with ease. Loss of the trapezius and related 
muscles causes a pronounced "winging" of the scapulae or shoulder blade.16 
The course is also progressive with eventual involvement of 
most of the voluntary muscles. In comparison with the pseudohyper-
trophic form, disability is usually mild and compatible with a useful 
and relatively long life. Here too the disease generally occurs in 
several members of the same family, being transmitted by a dominant 
-- ---··--· --·-· ---
l6The Merck Manual of Diagnosis and Therapy, Merck and Co., Inc., 
Rahway, N.J., 1950, pp. 1012-1013. 
10 
hereditary factor, unlike the sex-linked recessive in the pseudohyper-
trophic form, which affects both males and females equally.17 
Types 
Progressive muscular dystrophy also includes rarer and less 
typical examples. The so-called "Erb's dystrophy" is indistinguishable 
from the facio-scapulo-humeral type except that there is no facial 
involvement. The age of onset is usually in the middle second or 
early third decade of life. Initial involvement may occur at shoulder 
or pelvic girdle. Pseudohypertrophy may occur. There are seen a 
typical lordotic, waddling gait and girdle wasting. The rate of 
muscular wasting varies, but usually the patient is severely disabled 
and dies when in middle age. 18 
Muscular dystrophy is essentially a disease of children, but 
no life period is innnune. In most patients, symptoms first are noted 
during the first few years of life. Another period during which many 
cases have their onset is puberty. In all instances of late onset, 
some basis other than muscular dystrophy should be sought to explain 
the symptoms. Myositis can simulate muscular dystrophy and often has 
its onset during middle age. 
The usual course of muscular dystrophy is one of gradual increase 
in disability. Remissions are not a feature of muscular dystrophy. 
Actual improvement, and not merely conjectural, should cause one to 
17The Muscular Dystrophies, Pfizer Spectrum, Journal of 
American Medical Assoc., Sept., 1955, p. 4. 
11 
review the diagnosis. Muscular weakness in muscular dystrophy is, in 
the main, directly related to the amount and distribution of the 
wasting. The age at which these complicating circi.nnstances may have 
their onset will vary from patient to patient.19 
The form of juvenile dystrophy having its onset at about puberty 
has certain clinical manifestations. If one carefully observes children 
in families in which the disease occurs, one can often note the loss 
of the orbicularis oris muscle, the asymmetry of the face, the inability 
to whistle and difficulty in drinking through a straw. These are all 
manifestations of weakness of the muscles of the face and are often 
apparent in earliest childhood. The patient may have no evidence of 
clinical disability until about puberty. 
The depression about the mouth with prominence of the lips is 
called "tapir mouth". This with changes in the facial musculature 
produce a picture that is so characteristic that diagnosis often can 
be made at the first look at the patient.20 
19A.T. Milhorat, "Therapy in Muscular Dystrophy", Medical Annals 
of the District of Columbia, Vol. XX.III, No. 1, Jan., 1954, p. 3. 
201bid., p. s. 
CHAPTER IV 
AGENCIES AND RESEARCH 
If we are going to be prepared to help the dystrophic patient, 
we need to be aware of the agency to which we can refer him. We need 
to know something about the research going on today in our country, 
which might have a bearing on his life. For this reason, the writer 
has included the story of the Muscular Dystrophy Associati.on of America. 
The Association is one of a great partnership between men of 
science and a sizable segment of the nation's citizenry. They have 
joined together in a conunon effort, the conquest of muscular dystrophy. 
As late as 1950, very little was being done about muscular 
dystrophy. In that year, however, Muscular Dystrophy Associations of 
America, Inc., was formed by a small group of parents in New YOrk whose 
children has been stricken by the disease. These parents refused to 
accept the prevailing medical fatalism about the disease. In the 
conviction that there is no "incurable" disease, but only diseases for 
which the cure has not yet been found, they determined to raise money 
to support research in the almost wholly neglected field of muscle 
disorders. 21 
One of the few scientists concerned with the problem at the time 
was Dr. Ade T. Milhorat, Professor of Clinical Medicine at Cornell 
21Muscular Dystrophy Associations of America, Inc., 11Muscular 
Dystrophy--The Facts", New York, 1962, p. 5. 
13 
University Medical College. The group of parents sought his advice 
before organizing the Association and later appointed him as chairman 
of its Medical Advisory Board. 22 
Almost immediately, 'MDAA chapter affiliates sprang up in other 
parts of the country, Pittsburgh, Detroit, Chicago and Los Angeles. By 
the end of 1960 there were nearly 380 chapters in existence, located 
in every state of the continental United States, with others being 
planned in Alaska and Hawaii. Chapters provide year-round services to 
patients and their families and sponsor educational and recreational 
programs for victims of the disease. They have also been instrumental 
in establishing a nationwide network of 'MD Clinics, and in arranging 
for the inclusion of dystrophics in programs sponsored by other 
community agencies. 
Vital as these services are 'MDAA's primary emphasis is still 
placed on research. As public funds became available in increasing 
amounts, the Associations research program was correspondingly 
accelerated. In 1950-51, it made seven grants-in-aid to scientists 
seeking the cause and cure of muscular dystrophy. In 1952, their number 
doubled and, in 1953, doubled again. Today, more than a hundred projects, 
involving teams of scientists throughout the United States and in many 
foreign countries, are receiving financial support from MDAA.23 
The areas of research in MOAA Grants-in-Aid are Clinical 
Physiology, Bio-Chemistry, Pathology, Metabolism and Enzymes, Chemistry, 
----------------~ --·-··-------- --- ---·- ------------
22.!.J)ic!. ' p. 5 • 
23.!.bid., p. 6. 
14 
Physiology, Anatomy, Heredity, Tissue Culture, and Endocrines.24 
Four research projects underway in the State of Illinois since 
1960 are: 
Northwestern University, Evanston 
Dr. Laszlo Lorand 
"Studies on the Relaxation of Muscle" 
Northwestern University Medical School 
Chicago 
Dr. Robert M. Dowben 
"Studies in Creatine Metabolism" 
Presbyterian-St. Luke's Hospital, Chicago 
Dr. George M. Hass 
"Composition and Function of Isolated 
Skeletal Myo-fibrils" 
University of Illinois, Urbana 
Dr. Harold H. Draper 
"The Metabolism of Radioactive 
Vitamin F. in the Rat and Rabbit"25 
Equally important research is being conducted in institutions 
throughout the whole United States as well as many countries abroad. 
There are 82 projects being carried out in the United States, and 19 abroad.26 
There are two clinics currently in operation in the State of Illinois. 
These are both in Chicago. One is at Cook County Hospital. The other 
at Northwestern University. 
The MD clinic's definitive diagnoses sometimes spell the difference 
between life and death. Following diagnosis, the patient's remaining 
muscle strength is evaluated. Because affected muscles tire quickly, 
this procedure must he spread over several days. Further tests determine 
what activities of daily living the patient can undertake, and at what 
24Muscular Dystrophy Associations of America, Inc., "Scientific 
Research in Muscular Dystrophy, New York, 1962, p. 10. 
25Muscular Dystrophy Associations of America, "Annual Report of 
Muscular Dystrophy Assoc. for the Year Ending 1960, New York, p. 26. 
26lbi<:!., p. 29. 
15 
speed. The findings serve as guides for physical therapy. Braces or 
casts may be prescribed for wear at night, to delay leg and ankle 
deformity or to maintain the stretching gained by therapy. So that 
the gains made in the hospital won't be speedily lost, the clinic also 
drafts a program to he followed at home. Such a broadened activity 
program is possibly only for patients diagnosed and given physical 
therapy early in the disease process. 27 
Many clinic staffs include a medical social worker to counsel 
families and help them make the best of their difficult situation. 
Located for the most part in universities and teaching centers, 
MDAA's clinics are also a fruitful source of inspiration for research. 
Patients who cooperate in the testing of new drugs and procedures have 
the satisfaction of speeding MDAA's central task and their own best 
help for the future, the search for the cure. 
The Clinics are an unparalleled teaching facility. There, 
physicians and members of related professions learn at firsthand the 
manifestations and management of muscular dystrophy and allied diseases. 
Along with MDAA's growing output of medical publications, exhibits, 
and films, the clinics thus serve another major aim of the Association, 
that of professional education.28 
Through the cooperation of patients, laboratory experiments 
are brought to bear on their final objective, the human being. Without 
such volunteers, the validity for man of findings in other fields of 
research could not be tested. Studies of enzyme levels in the blood and 
27rbid., p. s. 
281bid., p. 6. 
16 
urine of dystrophics, of abnormalities in their hormone production, 
and of their response to many therapeutic agents are producing valuable 
diagnostic criteria and throwing fresh light on the mechanisms of 
the disease. 
Muscle lesions of a dystrophic type have also appeared, or have 
been experimentally induced, in a number of laboratory and farm animals. 
Some of those used are guppies, poultry, sheep, goats, cattle, horses, 
tree kangaroos, rats, hamsters, guinea pigs, rabbitsJdogs and monkeys. 
There is little evidence to suggest that the animal dystrophies are of 
hereditary origin. They seem to be related to dietary deficiencies. 29 
When laboratory animals are deprived of Vitamin E, for example, 
they rapidly become dystrophic, but recover after Vitamin E. is restored 
to their diet. With some species of farm animals which have developed 
symptoms of the disease, Vitamin E. therapy is curative, with others 
not. On human dystrophics it has no effect whatever. As a rule, they 
already have ample supplies of this vitamin in their diet. 
Although there is no indication that MD in man is due to an 
inadequate intake or tissue level of Vitamin E, the disease may result 
from an error in some enzymatic or other metabolic process which produces 
a state similar to that of Vitamin E deficiency. Recent studies have 
suggested that the relationship between Vitamin E and a trace element, 
selenium, may be a factor. Although toxic even in small doses, selenium 
in minute concentrations has proved curative in some types of dystrophy 
in animals. It is too early to say what value, if any this finding may 
Z9Ibid., p. 9. 
have for MD patients. In the words of Dr. Ade T. Milhorat, Chairman 
of MDAA's Medical Advisory Board, 
"I wouldn't want to give selenium to any 
patient without knowing a great deal more about its 
metabolism than we know now. We are planning to explore 
this, but present-day methods of determining the 
metabolism of selenium are clumsy. A tooling-up phase 
will be necessary first •11 30 
In addition to supporting individual projects, MDAA was 
responsible for the creation of a major new research center, THE 
INSTITUTE FOR MUSCLE DISEASE. This institute began operation in the 
surrnner 1959. It is located on East 7lst Street in New York City, in 
the heart of a world-famous medical community. This ultra-modern 
laboratory complex is serving as headquarters for a concentrated 
17 
scientific attack on muscular dystrophy, as well as related neuromuscular 
disorders afflicting millions. Built at a cost of more than $5,000,000, 
the Institute is a monument of the vision of MDAA and the generosity 
of the American people.31 
301bid. ' p. 9. 
31Muscular Dystrophy Associations of America, Inc., "Muscular 
Dystrophy--The Facts11 , New York, 1962, p. 6. 
CHAPTER V 
PSYCHOLOGICAL PROBLEMS AFFECTING VICTIMS 
There is more to caring for a dystrophic child than merely 
attending to his physical needs. The youngster also has a mind, and 
it needs a full play of activity if it is to stretch and expand. He 
has the emotional needs, desires, frustrations, likes and dislikes of 
any other child.32 The degree of his cheerfulness and adjustment to 
his situation depends not so much on the degree of his disability as 
on the degree of his parents' perception of him as a growing, mentally-
active human being and the keen understanding they bring to the business 
of his day-to-day living. 
Looking after a handicapped youngster is not an easy task. 
Things do not always run smoothly and ther.e are more than the normal 
share of problems to contend with. Parents and teachers should be 
careful not to create additional problems to complicate the situation. 
One particular parent-made problem to avoid is the normal tendency 
to be too sympathetic. In many homes, this takes the form of over-
protectiveness. The parent, out of misguided sense of sympathy for the 
child's affliction and a baseless fear that he may over-exert or hurt 
himself, will do for the youngster what he is quite capable of, and 
anxious to do for himself.33 
32Muscular Dystrophy Associations of America, Inc., "Around the 
Clock Aids for the Child with Muscular Dystrophy", New York, 1957, p. 17. 
33Ibid., p. 20. 
19 
It is obvious that such a policy of denial only robs the 
youngster of the very feeling of self-sufficiency and independence so 
necessary to his mental health. The parents should institute a schedule 
of everyday activities which they know the child can do with little or 
no help. This would provide him with that self-respect that comes from 
achievement and is so vital for maintaining an active interest in life.34 
While the duties assigned or the recreation planned need not 
be strenuous, neither must they be entirely inactive. Television 
watching, for instance, can be an enjoyable, educational pastime, but 
parents should not let their tender feelings for the child prevent them 
from shutting off the set when the child has had enough for one day. 
This can very easily become an escape at which he will spend most of 
his waking hours. There is nothing wrong with TV, in moderation, but 
there is nothing very active about it. The only exercise it affords 
a child is in the muscles of the eyes, and those are not the muscles 
a dystrophic youngster needs to worry about. 
Parents must not absolve this disabled child from any course of 
discipline merely because he is disabled. Guidance is important to 
him as it is to any child, and perhaps even more so. He needs to 
build inner reserves to help him over the rough spots, to enable him 
to ride out those occasional squalls of frustrations and dejection, 
and to accept and live with his limitations.35 
34nr. Mouchly Small, "Emotional Reactions to Musculary Disability11 , 
Proceedings of the First and Second Medical Conference of MDAA Inc., 
1951-52. 
35Muscular Dystrophy Associations of America, Inc., "Around the 
Clock Aids for the Child with Muscular nystrophy", New York, 1957, p. 18. 
20 
One area in which discipline must be absolute is the matter of 
diet. Excessive weight is already an unfortunate consequence of muscular 
dystrophy. The child's food intake must be regulated, and the diet 
recommended by the physician adhered to. This does not mean that the 
youngster must be denied even an occasional sweet, or a bottle of pop. 
Sweets should never be used as a bribe to enforce discipline. 
In avoiding the pitfall of over-protection, the parents should 
avoid the other extreme of becoming overly ambitious. It is unrealistic 
to urge the child beyond his physical capabilities. In a lot of things, 
he cannot possibly compete with perfectly healthy children. Forcing 
him into such situations only serves to underscore the comparison and 
heighten the feeling of inadequacy. The parents must learn to live 
with the fact that their child may not be able to do all the things 
they would like him to do. It is not their fault, but neither is it 
h . 36 1. s • 
Nothing about the situation is the parent's fault. This is 
another connnon pitfall to avoid, the unconscious feeling of guilt over 
the youngster's affliction. Unless the parents rid themselves of 
this nonsense right at the beginning it will, in time, twist and warp 
and seriously distort their relations with the child.37 
Not only parents but anyone involved in the caring for a dystrophic 
child should be aware of these emotional situations. If they are not 
handled properly, the child becomes emotionally disturbed. Having a 
knowledge of these pitfalls to be avoided helps one in his attempt to 
correct or amend the troublesome situation. 
36lb.!.~·' p. 18. 
37lbic1.·' p. 19. 
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How much a child should be told about the nature and progression 
of the illness depends on his own curiosity and his emotional make-up. 
As a rule, the parents should not volunteer disturbing information 
needlessly. Actually, with so much publicity about muscular dystrophy 
in the press, radio and television, many children already have a 
surprising understanding of the disease. If more information is sought, 
authorities in this field suggest that it be given while the child 
has other handicapped children near by, such as when he is at a clinic, 
attending special classes, etc.38 
Do parents need to prepare the child for the eventuality of the 
wheel chair? It has been found that when he reaches the stage where a 
wheel chair is a necessity, he will welcome it without explanation or 
ceremony. It will afford him such new freedom, such security and ease 
in motion that gingerly though he treat it at first, he will soon be 
showing off his proficiency in handling it with pride and a delight 
comparable to that of a child with a new bike. 
Basically, there is no one right answer to cover every situation 
and every problem as there is no one type of child or one set of 
circumstances. All advice must be shaped and tailored to fit the 
individual needs and conditions. 
We cannot help wondering how the person with advanced muscular 
disability deals with a hostile environment or discharge pent-up 
feeling. Much depends upon various factors such as age on onset of 
the illness, the type and degree of disability and the course of the 
38Ibid., p. 22. 
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disease process. With severe and extensive involvement that leads to 
almost total disability, the opportunity for discharge of aggressive 
feelings is markedly limited. The situation is comparable to a person 
who has been attacked but is prevented from retaliating because he is 
bound hand and foot. 
The emotional problem is aggravated when the patient has previously 
been an active, ambitious and self-assertive individual. Former patterns 
of behavior can no longer be utilized effectively. In such personalities 
there tends to be a piling up of resentments and hostile feelings which 
under unfavorable circumstances soon overwhelms the patient. The 
patient becomes self-aggressive, beats himself down, depreciates himself 
and becomes deeply depressed. 39 Such a turning of hostile impulses 
against the self is not unconunon. It is a frequent occurrence in 
children. When a determined child is thwarted by a strict, authoritative 
parent he often reacts with a temper tantrum.40 
With a sudden acute type of onset, the rapid appearance of 
increasing progressive disability is bewildering and frightening. Acute 
anxiety reactions accompanied by fears of impending death may appear 
unless the patient is given emotional support in the form of explanation 
and reassurance. Fear and anxiety are associated with manifestations 
which often includes an increase in neuromuscular tension. The muscles 
become ustiffer" and movements are more labored. When tension and anxiety 
39Dr. Mouchly S. Small, "Emotional Reactions to Muscular Disabilityn, 
Proceedings of the First and Second Medical Conferences of MDAA, Inc., 
1951-1952. 
40Ibid., p. 4. 
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can be minimized by encouragement and an optimistic attitude, the level 
of muscular performance may then improve.41 
While some of the most pathetic cases occur in young children, 
it is noteworthy that emotional reactions are relatively less marked 
than in adults. The fact that the child may never have developed certain 
muscular skills and coordination because of the early onset of the disease 
makes for an easier acceptance of the disability. 
A three year study, analyzing the mental and emotional aspects 
of the disease in a group of boys, has been reported by Dr. Albert 
Sherwin, psychiatrist at the Payne-Whitney Clinic in New York City. 
The study revealed that the children were somewhat immature emotionally. 
Their intelligence was well within the normal range. School classes 
conducted in the clinic demonstrated that the boys could learn like 
normal youngsters, except where a healthy musculature was required. 
They were more given to fantasy than normal children. They showed 
a tendency to swing back and forth between acceptance and denial of 
their illness, between passive and aggressive behavior. But psychiatric 
intervention was not required, except where deep emotional disturbance 
preceded the onset of MD.42 
----------------. ------·- - ------ ----- ------------
42Albert c. Sherwin, 11 Psychological and Emotional Aspects of 
Muscular Dystrophy", Muscular Dystrophy Assoc. of America, Inc., 
New York, 1962, pp. 2-4. 
CHAPTF.R VI 
REHABILITATION OF CHILDREN AFFECTEn 
The writer feels that everyone concerned with the well being of 
a dystrophic child should know of some of the suggestions given parents 
by the MDAA. These suggestions involve ways in which the parents can 
rehabilitate the child to meet his needs as a dystrophic patient. A 
sununary of some of the suggestions given has been included. 
A home program for children with muscular dystrophy, as well as 
for their parents, should be based on a positive approach to the disease. 
A youngster with this disability can be aided in many ways, but only if 
he is approached as a total person and a vital part of the family unit. 
Parents and others therefore must encourage the child's participation 
in family activities and make the environment and daily routine as 
stimulating and as normal as the degree of disability allows. Dystrophic 
children must be kept active, self-sufficient and ambulatory for as 
long as possible.43 
The dystrophic youngster must be encouraged to do as much for 
himself as his abilities allow, and a little more. It is vital for 
his mental health as well as his physical well being. Muscles must 
be kept working to be kept alive. In mild cases, getting out of bed 
43Muscular Dystrophy Associations of America, Inc., 11Around the 
Clock Aids for the Child with Muscular Dystrophy", New York, 1957, p. 1. 
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and into a wheel chair can be managed by the child himself with a little 
practice and the use of devices designed to aid the child. 
For an older and heavier youngster, where manual handling would 
be unsafe for both parent and child, the use of a mechanical lift is 
advised. This device is absolutely safe and dependable, and can be 
operated by one person with ease. 44 
When the time comes, a properly-fitting, comfortable wheel 
chair is not a luxury but a necessity. It should be lightweight for 
maneuverability, collapsible for travel, have large size rear wheels 
and small 8-inch ones in front for safety in operation. It should 
have reliable brakes and adjustable swing-out footrests. These should 
be high enough so that thighs do not rest heavily against ledge of the 
seat. If necessary, wooden blocks can be used to compensate for low 
footrests. Arm slings can be suspended from the wheel chair to aid 
the child with limited shoulder and elbow function. The sling supports 
the weight of the arm, firmly raising it to the desired height for 
any activity.45 
To eliminate stooping or reaching for dropped objects, a connnercial 
reacher, made of scissored metal links, is available. This device Ls 
fitted with open jaws at the far end which snap shut when hand-grip 
is pressed. A home-made reacher can be made out of a length of dowel 
rod to which is attached a cuphook or curved neck of wire hanger. A 
bar magnet for picking up fallen metal objects can be taped on to the 
other end.46 
44rbid., p. 6. 
4Srbid., p. 15. 
46rbi~., p. 21. 
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The ideal bed for a dystrophic child must have a firm mattress. 
A thin plywood board placed underneath is an inexpensive way of ensuring 
this. Also, a block of wood should be used to separate the mattress 
from the footboard. This will allow space for the child to sleep with 
feet over the edge of the mattress, to help prevent contractures at 
ankles. Night casts of lightweight plaster are sometimes worn to bed 
to retard heel-cord shortening. Parent must be taught to apply them 
to make sure that all fleshy parts are encased, and to avoid pinching 
when the top half is fastened. Children outgrow casts the way they 
outgrow shoes, and parents must periodically check heels for signs of 
redness or pressure when casts are removed in the morning.47 
After the dystrophic child has reached the stage when he can no 
longer attend the public school, home teaching should be carried on. 
In public schools provisions are made for home teachers on a limited 
bases. Private tutoring should be carried on whenever necessary. This 
child has a very vital need for developing mentally as well as emotionally. 
47rbid., p. 30. 
CHAPTER VII 
SUMMARY AND CONCLUSIONS 
The writer has attempted to include facts about muscular 
dystrophy that might prove helpful to anyone connected with a dystrophic 
patient. These facts should help a person understand the situation 
that a dystrophic victim faces. Just being aware of his problems is 
an initial step in understanding. 
As pointed out in Chapter III, there are several types of 
dystrophy. While there is similarity in all the types, they are still 
somewhat different. Knowing some of the characteristics and symptoms 
of each might be worthwhile to everyone. By being aware of these 
symptoms, one might recognize them at the very onset. Realizing that 
the child showed indications of one type, one should advise parents to 
seek medical attention for the child at once. This suggestion might 
lead to an early diagnosis of the disease. Early diagnosis, as in 
many other diseases, is of great significance to the dystrophic patient. 
Chapter IV shows the great strides that have been made in 
muscular dystrophy since 1950, when the Muscular Dystrophy Association 
was organized by a group of parents in New York City. Their work and 
effort has benefited dystrophic victims throughout the world. 
It is true that the dystrophic child has not presented a big 
problem to the classroom teacher, up to this time, many patients have 
remained in their homes from the very first onset of the disease. 
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With the aid of the clinics today, the life expectancy of the victims 
is increasing at a rapid rate. The amount and rate of muscular dis-
ability is being slowed down inunensely. This would indicate that the 
dystrophic child will be able to attend the regular classroom longer 
after the onset of the disease. The longer he is able to attend 
regular classes, the greater is the need for classroom teachers 
understanding his problems. 
If the classroom teacher is meeting the needs of her class on 
an individual basis, she will find that the needs of a dystrophic 
child vary a great deal from the needs of a normal child. The 
dystrophic child is an exceptional individual and provides a great 
challenge to anyone working with him. 
The American public must assume its responsibility in supporting 
the work being carried on in research by the Muscular Dystrophy 
Association. Scientists must have support and encouragement in their 
fight against this crippling disease. They must not be allowed to slow 
down in their efforts to overcome this disease. It will someday be 
partially or completely conquered, but it is going to require a great 
deal of effort on the part of the entire citizenry of our country. 
BIBLIOGRAPHY 
BOOKS 
Baker, Harry J., In.!,;-ocJ.u~.!,i2_.n_~£_ep_t!,~l...f.~ild~ (3rd Ed.) 
Macmillan Co., N.Y., 1959, pp. 424-426. 
"Muscular Dystrophy" Th~_!:!orld~ok Enczclo.e_edi!!,, Vol. 12, 1962, p. 774. 
The Merck Ma..!l.ual c:>L]Jagnosi_!. and _Theryz, Merck and Co., Inc., Rahway, 
N.J., 1959, pp. 1011-1016. 
Walton, John N. "On the Inheritance of Muscular Dystrophy", Annals of 
Human Genetics, Great Britian, Vol. 20, Part I, 1956,-Pp.~i:"38. 
··- ._, ____ . _ -- -
PERIODICALS 
"Amyotrophic Lateral Scleriosis11 , .2£.e.£1:.1!!!!!, Vol. 5, Oct. 15, 1957, 
Medical Dept. of MDAA. 
Chung, C.S., and Morton, N.E., "Discrimination of Genetic Entities in 
Muscular Dystrophy", American Journal of Human Genetics, Vol. 11, 
No. 4, Dec. 1959, pp.J39=°35g:-·--- -~------ -------
Deaver, George G., M.D. "Rehabilitation Program in Muscular Dystrophy", 
Grippled Cl:iild, Chicago, Oct., 1956, 4 pp. 
Hoberman, Morton, M.D., "Physical Medicine and Rehabilitation: Its 
Value and Limitations in Progressive Muscular Dystrophy", 
AmeJ;ican Jot,i£~~-~f_ Phxs_!cal~<!i_cine...z.. Vol. 34, No. 1, Feb., 1955, 
8 pp. 
La Fratta, C.W., and Porterfield, J.B., "An Unusual Case of Muscular 
Dystrophy", !,~e. J~u£1!8.l.E..Lth~¥tet:i.£.~!!,_.Me4i_cal !_ssociatio.!!., 
Vol. 182, No. 11, nee. 15, 1962, pp. 1124-1127. 
Milhorat, Ade T., M.D., 11The Diagnosis of Muscular Dystrophy", Amer._i.£.a.!!. 
JC?!!!_l!a_l_o_f_P.!!Y2.ica1_~ed~_c_!_n.£_, Vol. 34, No. 1, Feb., 1955. 
30 
Milhorst, A.T., M.D., "Therapy in Muscular Dystrophy", Mec:1ic1!_l_Annals 
.2.Lt~e_Di~rict;_o_f_£olll;lllbia, Vol. XXIII, No. 1, Jan., 1954, 8 pp. 
Rabinowitz, Joseph L., "Studies on Dystrophic Mice and Their Littermates", 
!!.£1!1.E.~~i8-, Germany, Copy 12 December, 1959. 
"The Muscular Dystrophies", Pfizer Spectrum, Journal of American 
Medical Association, Sept., 1955, 4 pp. 
Turner, C.E., "Where Do We Stand on Muscular Dystrophy?" Practical 
Nursing, Sept., 1957, 2 pp. 
Tyler, Frank H., "The Inheritance of Progressive Muscular Dystrophy", 
Proceedings-First and Second Medical Conferences, New York, 
Vol. 1, 1951-52, pp. 46-57. 
Wald, Stanley M., M.D., Lam, Robert L., M.D. "Treatment of Muscular 
Dystrophy with Amino Acids and Vitamins", Neurology, Minneapolis, 
Vol. 5, No. 12, 1955, 4 pp. 
PAMPHLETS 
Abramson, Arthur S., M.D., "An Approach to the Rehabilitation of 
Children with Muscular Dystrophy", New York, 1961, 17 pp. 
Bell, J., "The Treasury of Human Inheritance", New York, Cambridge, 
1943, pp. 283-341. 
Milhorat, A.T., "Observations on the Pathogenesis of Progressive 
Muscular Dystrophy", Proceedings of the First and Second Medical 
Conference of MOAA, Inc., 1951-52. 
Milhorat, Ade T., M.D., "Research in Muscular Dystrophy" An Address 
Delivered by Dr. Milhorat on June 28, 1962, at MDAA's National 
Conference of Chapter Representatives, New York, 1962, 13 pp. 
Muscular Dystrophy Associations of America, "Annual Report of Muscular 
Dystrophy Associations of America, Inc. for the year Ending 1960", 
New York, 32 pp. 
Muscular Dystrophy Associations of America, Inc., "Around the Clock 
Aids for the Child with Muscular Dystrophy", New York, 1957, 32 pp. 
Muscular Dystrophy Associations of America, Inc., "Muscular Dystrophy--
The Facts", New York, 1962, 6 pp. 
Muscular Dystrophy Associations of America, Inc., "Patient Service 
Program", New York, 1962, 4 pp. 
31 
Muscular Dystrophy Associations of America, Inc., "Scientific Research 
in Muscular Dystrophy, New York, 1962, 10 pp. 
Muscular Dystrophy Associations of America, Inc., ''What is Muscular 
Dystrophy?", New York, 1962, 8pp. 
National Health Education Conmittee, Inc., "What Are The Facts About 
Muscular Dystrophy?", 6 pp. 
Sherwin, Albert c., "Psychological and Emotional Aspects of Muscular 
Dystrophy", Muscular Dystrophy Associations of America, Inc., 
New York, 1962, 4 pp. 
Small, Mouchly, S., M.D., "Emotional Reactions to Muscular Disability", 
Proceedings of the First and Second Medical Conferences of 
MDAA, Inc., 1951-52. 
